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Review of interventions to enhance the health communication of people with intellectual disabilities:  a communicative health literacy perspective

Deborah Chinn





Background:  Communicative health literacy is a term relating to the range of competencies and capabilities patients bring to the task of seeking information about their health and sharing it with others.  This exchange can be problematic for people with intellectual disabilities.  The aim of this review was to synthesize findings from interventions designed to improve health communication for people with intellectual disabilities.  

Materials and Method:  Available evidence was systematically reviewed and findings from 14 articles were synthesized in a narrative review.  










Health communication and people with intellectual disabilities

It is hard to avoid the cumulative impact of government reports, confidential inquiries, and population level research studies that all point to the conclusion that people with intellectual disabilities (ID) experience worse health outcomes than the general population (Emerson & Hatton, 2013).  Communication issues are seen as an important aspect of this problem.  People with ID are overlooked as a potential audience for public health messages about preventative health measures such as screening programs (McIlfatrick et al., 2011).  Moreover, in face-to-face consultations, health professionals often fail to make “reasonable adjustments” that would address the communication needs of patients with ID and support their engagement in health decision-making (Alborz et al., 2005).  

People with ID face a range of communicative challenges; between 50% and 90% are estimated to have significant communication difficulties (Baker et al., 2010).  Problems with memory, attention and information processing impact on abilities to understand new and complex information.  Many also struggle with expressive language; difficulties with word finding or dysarthria may make their speech difficult to understand.  Communicative breakdown may therefore occur when an individual’s communicative needs and preferences do not receive a sensitive response from communication partners (Law et al., 2005).

Research with people with ID and their carers has identified an array of poor communicative practices displayed by health staff in their interactions with this group.  The concerns raised include clinicians not using age appropriate language; speaking only to the carer present, not the patient; failing to acknowledge or address the person with ID’s worries; and lacking knowledge of communication disability (Ziviani et al., 2004; Murphy, 2006).  These communication problems are exacerbated by organizational factors such as limited time and lack of continuity of service provision  (Law et al., 2005;  Mastebroek et al., 2014).

A number of research studies have demonstrated that it is possible to support staff to improve skills and confidence in communication and such interventions with health staff are generally well-received by participants (Kyle et al., 2010).  However, gains are often modest, not necessarily accompanied by shifts in understanding of communication issues, and can be hard to sustain over time (Smidt et al., 2007).  Despite frequent reiteration of service goals to promote choice and self-determination of people with ID through more effective staff communicative strategies, observed interactions continue to fall short (Finlay et al., 2008).

Health literacy and health outcomes

Without neglecting the communicative responsibility of health staff and systems, the field of health literacy has tended to focus on the skills and capabilities that patients themselves bring to the health encounter.  It has developed as a research field over the last 25 years as a reflection of the pervasiveness of health information and its reach, particularly via new technologies. 
There are many definitions of health literacy, centering on a person’s capacities to understand and use health information in order to improve health and wellbeing.  The WHO defines it as: “the personal characteristics and social resources needed for individuals and communities to access, understand, appraise and use information and services to make decisions about health” (WHO 2015). 

Limitations in assessed health literacy have been associated with worse health outcomes, poorer experiences of health services, and increased mortality (Berkman et al., 2011).  Moreover, it is likely that particular social groups, already disadvantaged regarding access to healthcare, are particularly affected by low health literacy, thus compounding the health inequalities they experience.  In recent years, researchers have begun to identify health literacy as an important concern for people with ID, who face widely acknowledged barriers to health information (Turk et al., 2012; Marks et al., 2008; Mastebroek et al., 2014; Emerson & Hatton, 2013; Waight & Oldrieve 2012).  

Health literacy is itself a complex and evolving concept.  Initially the term was equated with an individual’s ability to make sense of written health texts.  Assessments of health literacy were developed that assumed what was needed by patients were decoding skills and some background knowledge about health vocabulary and systems in order to “unlock” meanings in health texts (Parker et al., 1995). Nutbeam’s influential paper (Nutbeam, 2000) advanced a multi-faceted understanding of health literacy made up of the components of functional, communicative/interactive and critical health literacy with each component offering different opportunities for patients’ engagement with health information, mediated by health staff and systems.  He saw the accomplishment of functional health literacy as aligned with traditional goals of health education, namely taking on expert information about health and acting on it in line with professionals’ recommendations. Communicative health literacy is described as “more advanced cognitive and literacy skills, which together with social skills, can be used to actively participate in everyday activities, to extract information and derive meaning from different forms of communication and to apply new information to changing circumstances” in the service of health improvement (Nutbeam, 2000; 263-264). Critical health literacy encompassed capabilities in evaluating health information and incorporating an understanding of wider social determinants of health to improve individual and community health outcomes (Chinn, 2011).

Communicative health literacy:  definition and research

Nutbeam’s conceptualization of communicative health literacy as capabilities associated with face-to-face health encounters corresponds to what others have referred to as “oral” or “aural” literacy (Nouri & Rudd, 2015) or as “verbal exchange health literacy” (Harrington & Valerio, 2014).   Explorations of communicative health literacy are likely to relate to:
i.	Expressive language skills; relating accurate health information, asking questions to aid understanding (Katz et al., 2007)
ii.	Receptive language skills: attending to and understanding health talk (Rosenfeld et al., 2011) 
iii.	Cognitive capabilities; ability to retain and recall information (Kessels, 2003).
iv.	Health system understanding; contributes to making sense of and taking action on health information. 
v.	Emotional response to health issues (fear, helplessness) and access to emotional support to address this (Papen & Waters, 2008). 
vi.	Social support; to attend health appointments, participate in health conversations and implement health behaviours (Smith et al., 2007)
Compared to other aspects of health literacy communicative health literacy appears to have received relatively little attention from health literacy researchers, as a topic in its own right, although explorations of the health literacy concept with patients themselves often reveal concerns about communication with health staff dominating the patient perspectives (Jordan et al., 2009).  There is evidence that patients with generally lower rated health literacy ask fewer questions and are less likely to be involved in participatory decision making (Katz et al., 2007); this is likely to relate to issues such as personal levels of confidence and assertiveness, as well as normative beliefs about roles in health interactions. Since higher levels of patient participation in medical consultations appears to be related to better health outcomes (Trummer et al., 2006), initiatives that enhance communicative health literacy are likely to improve health and satisfaction with health inputs. 

Addressing patients’ health communication

In the wider field of research not focused on healthcare for people with ID, there has been a great deal written on the theory and practice of improving health communication from the side of health practitioners.  Teaching patients to ask questions about the nature of their health problem using the Ask Me 3 ™ format​[1]​ (Mika et al., 2007; Areken & Rosenberg, 2010) or instructing them in how to find out about treatment options (Shepherd et al., 2011) suggest higher levels of engagement and involvement in decision making can be achieved following input.  Other programs have included instructing patients in a variety of communicative strategies such as providing information, asking for clarification, and expressing concerns (Harrington et al., 2004).  A range of studies by Cegala and colleagues covered these approaches in a systematic way (Cegala, 2003) using the PACE methodology ​[2]​ and demonstrated that patients who were trained showed higher rates of adherence to interventions, satisfaction, and perceived control (Cegala & Post, 2009). 

These studies use a range of different formats to teach and reinforce health communication skills including brochures and posters, community education fora (Tran et al., 2004; Wisconsin Collaborative for Healthcare Quality and Wisconsin Department of Health Services, 2010), group and individual coaching, personalized plans and records, video, and role-play.  These interventions appear to be less costly and labour intensive than approaches addressing doctors’ communication skills which are likely to require ongoing input.

Self-advocacy interventions for people with ID

Opportunities for developing skills for speaking up and communicating effectively across differentials in power and authority has been a key aspect of the self-advocacy movement for people with intellectual disabilities.  Self-advocacy has many meanings for people with intellectual disabilities and their supporters, and its expression is intimately bound up in the immediate social context (Armstrong, 2002).  In many settings self-advocacy has developed as a means of challenging individual and collective experiences of discrimination and disempowerment (Goodley, 2005).    

Some researchers have undertaken to enhance self-advocacy skills to people with ID, including assertiveness in communication (Weston, 1999).  Moreover, there is a distinct body of US research relating to enhancing the participation of young people in Individualized Education Program (IEP) processes and conferences through the development of self-advocacy (Barnard-Brak & Fearon, 2012), research that is likely stimulated by the fact that young people’s involvement is legally mandated in the US 2004 Individuals with Disabilities Education Improvement Act.  Evaluation studies of these mainly school-based programs tend to favor outcomes on self-rated measures of “self-determination” though there is also evidence for impact on behavioral measures of participation in IEP conferences (Test et al., 2005; Roberts et al., 2014).





A systematic review of literature was conducted using four databases; Medline, PsycInfo, Cinahl and ASSIA.  The search was restricted to qualitative and quantitative research published in English between 1995 and 2014.  A variety of search terms were used relating to intellectual disabilities derived from the MeSH thesaurus.  These were combined with terms, using keywords, thesaurus entries and topic headings that mapped on to key aspects of communicative health literacy (information seeking, information literacy, doctor-patient communication, self-advocacy, self-management, communication training, communication skills). After removing duplicates, studies were included if they were published in peer reviewed journals in English, involved only adults with intellectual disabilities, and described an intervention to address their communicative contribution in health settings, either through enhancing communication skills directly, or focusing on other factors that impacted on health encounters, such as emotional responses, or the participation of supporters. Interventions were defined as involving direct work with service users (rather than staff only) and some sort of evaluation of this. Further papers were added through hand searching reference lists in initially identified papers.  

The synthesis method addressed the goals of a narrative synthesis (Popay et al., 2006), namely  
a)	to specify the key components of communicative health literacy interventions, 
b)	to identify the areas of communicative capability that the interventions seek to enhance




A review of the studies using the CASP tools for critical appraisal of research literature (Public Health Resource Unit, 2006) highlighted drawbacks in terms of the quality of reporting, particularly relating to a full description of participants (ethnicity was routinely excluded), methods of recruitment, and inclusion and exclusion of participants.  Quantitative studies used a test-retest format without employing control groups. Issues of consent to participation were not consistently addressed. In two studies (Dodd & Brunker, 1999; Webb & Stanton, 2009) participant numbers are very small (10 and 11 participants respectively).  However, studies were judged to be of adequate quality regarding clarity of research questions, suitability of design and perhaps, most importantly for what is an under-researched area, relevance and originality of findings.

Results



















Initially 15 full-text articles (see Figure 1) were included in the review.  After further analysis one article (Geiger et al., 2010) was excluded as although people with ID were included in the intervention, findings relating to this group could not be separated from the larger group of disabled people with a variety of conditions.  There were six articles that used quantitative or mixed methods (Lunsky et al., 2003; Parish et al., 2012; Swaine et al., 2013; Webb & Stanton, 2009; Lennox et al., 2010; Feldman et al., 2012).  Eight presented qualitative results only (Dodd & Brunker, 1999; Macer & Fox, 2010; Lennox et al., 2004; Wilson & Goodman, 2011; Carrington et al., 2013; Lennox et al., 2008, 2012; Carrington & Lennox, 2008).












All of the studies, except Macer & Fox (2010), used a group format for intervention.  Within this format Webb & Stanton (2009) worked individually with participants to create personal “health targets” for individuals to focus on during the life of the group.  Interventions lasted from 8 to 12 weeks with sessions either once or twice a week.

Authors did not give detailed justifications for using a group format, although considerations of cost were presumably relevant.  Group effects and dynamics were not considered as a focus for consideration except by Wilson & Goodman (2011), who noted that lack of group cohesion and difficulties experienced by group facilitators in managing group dynamics affected participants’ satisfaction with the groups.  Authors did not address how group processes, such as peers sharing stories and strategies might enhance learning, though these factors assume some prominence in research on self-management of long term conditions among the wider population (Greenhalgh et al., 2009; Hughes et al., 2009).  All interventions used trained staff (researchers, clinicians or educators) as group facilitators rather than peer tutors, the latter being an approach that has received attention in recent research on health promotion and people with ID (Marks, et al., 2013).

Teaching methods included a range of didactic and interactive approaches, with role-play being a popular technique (Lennox et al., 2012; Dodd & Brunker, 1999; Webb & Stanton, 2009; Carrington et al., 2013; Swaine et al., 2013).  Feldman et al. (2012) used a boardgame to structure their teaching sessions.  The “Women be Healthy” team employed the widest range of teaching methods, allowing participants to handle models of body parts and instructing them in the use of relaxation techniques and pain-management strategies, as well as showing videos and organizing visits to healthcare facilities.

b) Health records and communication aids

In their review of hand-held health records for people with ID Nguyen et al. (2013) described the potential benefits to communication between individuals, carers and health providers.  Personalized health records adapted for people with ID using simple language, pictures and symbols can aid people with ID’s recall of health information and help structure consultations with health staff.  They have been generally very well received by people with ID, carers and health staff (Nguyen et al., 2013).  The creation and use of personal health records was a feature of the interventions described by Macer & Fox (2009), Lennox and colleagues (Lennox et al., 2004, 2008; Carrington & Lennox, 2008; Lennox et al., 2010, 2012; Carrington et al., 2013), and Webb & Stanton (2009).  In all cases the format for the health records was produced together with people with ID, either through consultation groups (Lennox et al., 2004) or in the course of the intervention itself (Macer & Fox, 2010; Webb & Stanton, 2009).

There was considerable variation in the format and content of the personalized health records.  Macer & Fox (2009) used the Talking Mats™ format using only symbols representing body parts and functions so that participants could identify health concerns they wanted to address.  The “Ask” health diary described by Lennox et al., 2004 was a folder of 135 pages with sections detailing personal information about the people with ID, “health advocacy tips”, information for doctors on how best to care for people with ID, and pages for medical records.  Less detail is given about the “personal health record” provided by Webb & Stanton to participants in their program.

Dodd & Brunker (1999) did not generate individualized health records.  They created a range of computer-generated images as general communicative aids to assist discussion between people with ID and doctors about pain, with the cards representing the possible sites, varieties, severity and duration of pain.  Additional resources included photographs of medical equipment and drawings of the human body.





Many of the studies mentioned “communication difficulties” on the part of people with ID constituting a barrier to effective use of health services.  Moreover, there is a risk that unarticulated behavioral expressions of pain and discomfort are interpreted as “challenging behavior” or simply an aspect of underlying intellectual disability, and ignored (“diagnostic overshadowing”) (Ouellette-Kuntz, 2005). In many cases, authors did not elaborate on what might constitute “communication difficulties” in a health setting, which may suggest to readers that such “difficulties” are an unvarying, intrinsic aspect of intellectual disabilities, rather than context-specific competencies and capabilities that can be supported and promoted in specific ways.  

However, Dodd & Brunker (1999), Webb & Stanton (2009) and Macer & Fox (2009) did explicitly identify people with ID’s difficulties in describing and reporting symptoms and answering questions about them as communication barriers.  
Some of the quotes in Webb & Stanton’s study gave a picture of the lived experience of “communication difficulties” in health settings:

‘If you ask me a question there might be a long pause before I answer it. It doesn’t mean I’m avoiding the question, just trying to think of the right answer’. 

‘It’s hard to tell him how I feel – to put it into words’ (Webb & Stanton, 2008: 4)

Although there is considerable evidence that effective communication with professionals about mental health problems is a major issue for this group (Burke 2014), all of these studies addressed physical symptoms rather than symptoms of mental health problems.

As we have seen, health communication interventions for wider populations have focused on being able to ask relevant questions as a key aspect of communicative competence in health consultations.  The “Women be Healthy” curriculum does deal with asking questions of health professionals, though details are not given about this aspect of the approach or how questions might be focused on either further information about a person with ID’s health conditions or treatment options and possible advantages and drawbacks.  This curriculum addressed requesting screening examinations; on the project website a participant emphasizes this aspect as particularly helpful (http://lurie.brandeis.edu/women/).

Being able to ask for clarification in health consultations is likely to be a helpful communicative skill for someone with ID, given professionals’ perennial difficulties in adjusting their communication style for patients with intellectual disabilities (Murphy, 2006;  Ziviani et al., 2004).  Feldman et al. (2012) included this communicative strategy as part of effective health communication in their study.  Their health self-advocacy training assumes that individuals need to be able to spot when professionals are using incomprehensible technical or jargon terms and to declare their lack of understanding and/or ask for clarification.

None of the studies mentioned speaking up about errors as a health communication issue.  However, one of the participants in Wilson & Goodman’s study identified this an important skill, and one that had been enhanced through the adapted chronic disease self-management course:





b) Anxiety in health encounters

People with ID have described feeling fearful and anxious during encounters within a health context (Ziviani et al., 2004; Parish et al., 2008), for a variety of reasons – worries about communication difficulties, fear of being reprimanded or hearing bad news and previous experiences of pain and embarrassment associated with medical procedures.  Anxiety is likely to get in the way of effective health communication and deter people with ID from requesting or consenting to procedures.  Given its stated goal of supporting women to access mammograms and cervical smears – procedures that are often experienced as uncomfortable and intrusive - The “Women be Healthy” program included components on managing anxiety and used graded exposure to procedures using models, videos and clinic visits (Lunsky et al., 2003; Parish et al., 2012; Swaine et al., 2013).


c) Knowledge and awareness

There was some consensus that having background health knowledge was an important component in effective health communication for people with ID, and also that there are likely to be important knowledge gaps for this group, due to factors such as restricted life opportunities, low expectations about people with ID’s capacity for self-determination in health and lack of generally available accessible health information.  Indeed existing research into the health knowledge of people with ID has tended to highlight deficits in knowledge, particularly in the areas of sexuality (Jahoda & Pownall, 2013), women’s health (McCarthy, 2009) and health risks (Taylor et al., 2004).  

However, researchers in the reviewed studies focused on different areas of knowledge and awareness as key for health communication.  Some focused on knowledge of the body in terms of anatomy and physiology (Dodd & Brunker, 1999; Lunsky et al., 2003; Parish et al., 2012), others addressed knowledge of health conditions or healthcare procedures such as examinations and screenings (Wilson & Goodman, 2011; Swaine et al., 2013).  Webb & Stanton (2009) included teaching on the steps they deemed essential for achieving access to primary health care.  Feldman et al. (2012) took a different approach in targeting knowledge of “health rights and responsibilities” and violations of these.  According to these researchers, health rights include being included appropriately in health consultations; responsibilities involve respecting other’s health rights and undertaking responsible health self-management.

d) Planning for health consultations

Both Webb & Stanton’s curriculum, and the educational program associated with the Ask self-advocacy intervention (Lennox et al., 2004) included components on preparing for a visit to the doctor.  Few details are given in published papers, though one of Webb & Stanton’s participants elaborated on this aspect of their learning in a quoted passage, indicating the range of helpful preparatory tasks that might include arranging time off from other commitments, deciding on questions to ask, compiling a list of current medications, organizing transport, enlisting a supporter:





The role of paid and family carers in both impeding and promoting the health communication of people with ID was highlighted in the reviewed studies.  Communication between health professionals and carers can exclude people with ID themselves.  Webb & Statton found that 69% of their participants reported that since only their carers spoke up in health consultations they never talked directly with their doctors themselves.  As well as conveying a lack of respect towards the people with ID, relying on carers to communicate health information to health staff runs the risk of reducing the accuracy of any diagnosis (Dodd & Brunker, 1999). Carers, who might not have noticed indications of physical or mental health problems expressed by the people with ID, may convey incomplete or misinterpreted information (Lunsky et al., 2003).  With regards to cancer screening for women with ID, carers may not have adequate knowledge of screening protocols themselves, find such topics awkward to talk about, or assume that women with ID do not need such screenings (Swaine et al., 2013).

On the other hand, the potential for positive contributions by carers was also acknowledged in the studies reviewed.  Carers were seen as important in supporting progress made by participants in health communication interventions and maintaining gains afterwards (Webb & Stanton, 2009; Lunsky et al., 2003).  They were also seen as being in a key position to ensure participants in interventions used new skills in real life settings (Dodd & Brunker, 1999; Webb & Stanton, 2009; Feldman et al., 2012).  To these ends, some researchers recommended the goals and principles of their intervention to support health communication be shared with staff teams (Dodd & Brunker, 1999) or that support people take part in programs alongside the participants with ID (Webb & Stanton, 2009; Feldman et al., 2012; Lunsky et al., 2003)

 3.  Impact and effectiveness

A drawback of all the studies was the absence of observations of real-life health consultations to provide evidence of greater communicative competence as a result of intervention.  Dodd & Brunker (1999), Macer & Fox (2010), Wilson & Goodman (2011) and Carrington et al. (2014) relied on reports from people with ID, health staff, and carers, all of whom commented positively on the impact of health communication support on participants’ health behaviors and subsequent health consultations.  Carrington et al (2014) included these quotes from educators involved in their intervention:

‘The explicit teaching of health advocacy has built up conﬁdence and self-esteem. They feel they are a part of and have a say in health issues’ (TQ205)…‘conﬁdence in expressing fears/likes, etc., to medical staff’ (TQ114) (Carrington et al, 2014: 11).

Other researchers looked at pre- and post-intervention scores on simulated health encounters with researchers and actors taking the place of GP receptionists (Webb & Stanton, 2009) or health professionals (Feldman et al. 2012), both finding statistically significant improvements in scores following intervention. Lennox et al. (2010) examined the impact of using the Ask health diary on subsequent health promotion interventions undertaken by doctors but did not find that use of the diary added benefit to a structured health check.  A summary of reported findings relating to advances in communicative health literacy is presented in Table 1.

Table 1.  Reported Quantitative Outcome Measures (See Appendix 1)


Rather than using behavioral outcomes, researchers were more likely to assess knowledge, either of symptoms and health conditions or of health promotion and 
treatments, or of what the authors judged to be appropriate self-management or self-advocacy behaviors using their own questionnaires.

There was evidence for success both for group training formats focusing on skills and knowledge (Lunsky et al., 2003; Swaine et al., 2013; Webb & Stanton, 2009; Feldman et al., 2012) and interventions using adapted health records or communication aids (Macer & Fox, 2010; Webb & Stanton, 2009; Lennox et al., 2004), at least in terms of the acceptability and useability of the latter.  Whereas it is relatively straightforward to evaluate knowledge gained following a training programme, it is harder to control in advance how and when adapted health records are actually employed (Lennox et al 2010) or to evaluate how their use impacts on interactions with health staff without observing these directly.





Compared to the body of research and practice that relates to functional health literacy for people with ID, including adapting written health information and addressing information needs through health education (Hall et al., 2011; Mastebroek et al., 2012; Naaldenberg  et al., 2012) less attention has been paid to communicative health literacy.  Nevertheless, the concept of communicative health literacy reminds us that health literacy is realized in social practices that rely on capabilities in communicating health information with peers, family and crucially with health staff (Papen & Waters, 2008).  The term itself is seldom found in ID research and was not used by the authors of the studies reviewed. These absences constitute drawbacks to this review, which is based on work in only a small number of research sites with various methodological limitations regarding design, sampling and consent procedures .  This review also overlooks important differences between studies drawn from the UK, US and Australia where different health and care systems and cultures are likely to require different interactional skills of patients with intellectual disabilities.  

The studies shared elements with communicative health literacy interventions in the health promotion literature aimed at the wider public, such as competencies in describing symptoms, asking questions, requesting clarification and planning for consultations.  Moreover, studies reviewed here addressed some of the emotional and social contexts of health consultations, with components aimed at reducing anxiety and maximizing the helpful impact of carer involvement.  The reviewed interventions also encompassed a range of creative teaching approaches and supplementary materials.  Such approaches are likely to be of benefit to a larger group of patients who may struggle with health literacy, although further work would need to be done to assess the acceptability of these methods to a wider audience.

Though the work reviewed presents an important starting point for ensuring that people with ID get the most out of health consultations, important issues such as a) the lack of observational data from actual health consultations b) the rather taken-for-granted emphasis on health knowledge and c) the impact of power dynamics in interaction, need further consideration.

A major gap in this field is the lack of data from actual health consultations involving people with ID, either as a means of establishing a picture of usual practice, or to evaluate the impact of interventions.  Thus, the interventions tended to be based on assumptions of communicative deficits among people with ID, rather than observed difficulties in real-life situations or feedback from participants in healthcare consultations following patient training. Interactional data, when subjected to detailed analysis can provide important insights into how people with learning disabilities work with communication partners to co-construct accounts (Williams et al., 2009), or alternatively find themselves engaged in talk with others who overlook their communicative competence, undermine it by introducing unnecessary complexity or overestimate their receptive language abilities (Finlay et al., 2008).  Furthermore, in real life health consultations, it is often the case that a carer or supporter is present.  Their role in the healthcare interaction requires further empirical investigation.

All the studies promoted some aspects of communicative ability, though for some this was a relatively minor aspect of the intervention, with greater focus on imparting knowledge of health conditions and procedures.  Wider health promotion research has struggled to establish the nature and degree of health knowledge that is either necessary or sufficient to influence health behaviors.  There do appear to be areas of health knowledge, particularly relating to health promotion, where people with ID have reasonable knowledge and understanding (Young et al., 2007; Hale et al., 2011;), yet they may lack the confidence or opportunity to act on this knowledge.  More specifically, there is little research evidence that clarifies how much health knowledge patients need to allow effective health communication.  The interventions on enhancing communicative health literacy in the wider population did not included components aimed at enhancing health knowledge, perhaps assuming that patients are likely to gain necessary health information to manage their health within the health consultation itself, as long as they have skills in asking questions and requesting clarification.

Initiatives that focus on individual communicative health literacy may overlook the institutionalized power differences that pertain in interactions between people with ID and staff.  Patients of all kinds report that in real-life health settings it is not always easy to take opportunities to ask questions and take control of the agenda, even when invited to do so (Pilnick et al., 2010).  Going so far as to challenge health professionals, either to report errors, or highlight what Feldman et al (2012) call “health rights violations” can be a real challenge for all patients, especially when in poor health (Enthwistle et al., 2010).  When they do “have the floor” people with ID may find that that their contribution is overlooked or steered in the direction of institutional concerns, rather than personal preferences (Redley & Weinberg, 2007).  

Within the population of people with ID, some groups may need additional support, and therefore risk exclusion from health literacy interventions, as this review illustrates.  Individuals who do not communicate verbally require carefully targeted support in health interventions (Morris et al., 2013).  Nor did the studies reviewed specifically consider the needs of people with ID from ethnic minorities and how the culturally patterned nature of health communication impacts on their care.   Beneficial health literacy support for these individuals is likely to involve outreach and building community relationships (Mir & Nocon, 2002).  The studies did not consider the likely difficulties encountered by people with ID in communicating about mental, rather than physical health issues, where communication difficulties can be exacerbated by a lack of shared vocabulary, diagnostic overshadowing, and stigma associated with mental illness (Mason & Scior, 2004).
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Table 1 Reported Quantitative Outcome Measures

	Design	Sample sizes	Measure	Means	Group comparisons	Statistical tests
Lunsky et al 2003	Pre and Post test	Intervention group  n = 22, follow-up n = 16	Women’s Health Interview total score	Pre –test =42.2 (SD = 9.7), Post – test = 50.2 (SD 9.9)Follow-up 46.6 (SD = 10.0)	Pre-test vs Post-test	Non-directional Wilcoxon's sign-rank tests for dependent samples, z = -3.76**
					Pre-test vs Follow-up	z = - 2.77**
Parish et al 2012	RCT	Experimental group n = 84, Control group n = 91	Health Knowledge composite	Unadjusted post-test scores WBH (Women Be Healthy) = 5.0 (SD = 2.4), Control = 4.8 (SD =2.4)	Gains in WBH group knowledge compared to control group(After adjustments for baseline knowledge)	β = 0.38, P < .01**, effect size = 0.70
Swaine et al 2014	RCT	Experimental group n = 35, Control n = 65	Health Knowledge composite	Post-test WBH2 (Women Be Healthy Version 2) = 5.64, Control group = 4.67  (After adjustments for baseline knowledge, type of site and living arrangement)	Post-test scores Women Be Healthy(Version 2) vs Control 	Bonferroni post hoc pairwise comparisons P = 0.02*
Webb & Stanton 2008	Pre and Post test	Intervention group n = 11	Total score incorporating recognizing symptoms and healthcare actions, judgments of healthy eating, role play telephone call to GP receptionist	Mean % correct pretest = 47.1%, posttest = 57.3%	Pretest vs Posttest	t = -3.027, df = 9, P = 0.014*
Lennox et al. 2010	Cluster RCT	Health review tool (CHAP) only n = 53; Health advocacy tool (Ask diary) only n = 51, CHAP + Ask n = 53; control (usual care) = 68, 	Number of outcome measures including hearing and vision tests, vaccinations, screening tests, review of epilepsy and thyroid		Baseline and Post intervention rates of health care activities for groups; CHAP only, Ask only, CHAP + Ask, Usual care.  Comparison of CHAP and No CHAP and Ask and No Ask	All P-values for test of interaction between CHAP and Ask were > 0.2, except for constipation investigation (P = 0.10) and epilepsy review (P = 0.03*). No significant advantages in healthcare activity for individuals who received the Ask in any form.
Feldman et al 2012	RCT	Training group n = 18 (follow up n = 14), Control group n= 13 (follow-up n = 8)	Health rights training	Health rights training group pre-test 56, post test = 96, follow –up = 84; control group pre-test = 60, post test = 62, follow-up = 55.	Post test  training group vs control 	t(29) = 4.62, P = 0.001***
					follow-up for health rights test	t(20) = 3.16, P 0.01**
			In situ generalization	Training group pretest = 16.41 (SD = 19.11) posttest = 38.98 (SD = 33.69); control pretest = 12.47 (SD = 15.83), posttest =18.56 (SD = 12.70)	Post test  training group vs control	t(25) = 2.27, P 0.02* 









Studies included in narrative synthesis
(n =  14 )

Records identified through database searching






Full-text articles excluded, with reasons
(n = 1  )

Full-text articles assessed for eligibility
(n = 15 )

Records excluded
n =   2708

Records screened
n =  2723 

Records after duplicates removed
n =  2719 

Additional records identified through other sources


















^1	  The three questions are “What is my main problem? What do I need to do?  Why is it important for me to do this?”
^2	  PACE stands for “Presenting detailed information about how you are feeling; Asking questions if desired information is not provided; Checking your understanding of information that is given to you; Expressing any concerns about the recommended treatment” (Cegala et al., 2000).
